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Abstract. Since March 2020 in Australia, there has been decisive national, and state and territory policy as well as community
led action involving Aboriginal and Torres Strait Islander people as information about COVID-19 arose. This has resulted in,
what could only be framed as a success story in self-determination. However, there continues to be issues with the quality of data
used for the surveillance and reporting of Aboriginal and Torres Strait Islander people during the pandemic. This article discusses
some of the important events in pandemic planning regarding Aboriginal and Torres Strait Islander people and how this relates
to surveillance and monitoring in the emerging and ongoing threat of COVID-19 within Aboriginal and Torres Strait Islander
communities. The authors also identify some of the data considerations required in the future to monitor and address public health.
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1. Introduction

Since the first case of Novel Coronavirus (COVID-
19) in Australia in late January 2020, there has been
significant action by the Federal Government to coordi-
nate existing state and territory' public health systems
and to support preparedness and emergency response
measures that focus on Aboriginal and Torres Strait Is-
lander people.? Since March 2020, there has been deci-
sive national, and state and territory policy as well as

*Corresponding author: Kalinda Griffiths, Menzies School of
Health Research, PO Box 41096, Casuarina, Northern Territory, 0811,
Australia. Tel.: +61 4 1884 7575; Fax: +61 8 8946 8464; E-mail:
kalinda.griffiths @unsw.edu.au.

L Australian states include Western Australia, Queensland, New
South Wales, South Australia, Victoria and Tasmania. There are also
two mainland territories, specifically, the Australian Capital Territory
and the Northern Territory.

2This article uses the terms Aboriginal and Torres Strait Islander
people, Aboriginal people, First Nations Peoples and Indigenous
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community led action involving Aboriginal and Torres
Strait Islander people as information about COVID-19
arose. This has resulted in, what could only be framed
as a success story for Australia, where Aboriginal and
Torres Strait Islander people have had only 147 cases at
the time of writing, with no deaths [1]. This has been
largely due to the immediate and extensive efforts of
the Aboriginal Community Controlled Organisations
(ACCHOs) to support their members as well as their
partnered leadership with the Australian Government
to provide timely responses to COVID-19.

However, while there has been a comprehensive pan-
demic policy response across the nation, the efforts in
collating and using data has provided clear insights to
the existing gaps at different stages during the COVID-

people with recognition and respect that there are over 400 distinct
Aboriginal and Torres Strait Islander Peoples (clan groups/languages)
across Australia.
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Table 1
2016 Aboriginal and Torres Strait Islander Estimate Resident Pop-
ulation by state and territory and interface availability Aboriginal
and Torres Strait Islander information on Government COVID-19
webpages (Dec 2020)

Proportion .
Total . Proportion
. Indigenous of total
Australian . . of total
opulation population  Indigenous opulation
pop population pop
NSW 7,732,858 265,685 33.3 34
Vic 6,173,172 57,767 7.2 0.9
QLD 4,845,152 221,276 27.7 4.6
SA 1,712,843 42,265 5.3 2.5
WA 2,555,978 100,512 12.6 3.9
Tas 517,514 28,537 3.6 5.5
NT 245,678 74,546 9.3 30.3
ACT 403,104 7,513 0.9 1.9
Australia 24,186,299 798,365 n/a 3.3

SOURCE: Australian Bureau of Statistics: Estimates of Aboriginal
and Torres Strait Islander Australians, June 2016.

19 sequence of events. While there has been review
on the success of Aboriginal and Torres Strait Islander
leadership and National Aboriginal Community Con-
trolled Organisations (NACCHO) efforts in the COVID-
19 preparedness response [2], to date there has been
limited discussion on the health and social impact of
COVID-19 on Aboriginal and Torres Strait Islander
people in Australia. This raises questions about the fa-
cilitators and barriers to the surveillance and monitoring
of Aboriginal and Torres Strait Islander people during a
pandemic. This article discusses some of the important
events in pandemic planning regarding Aboriginal and
Torres Strait Islander people and how this relates to
surveillance and monitoring in the emerging and ongo-
ing threat of COVID-19 within Aboriginal and Torres
Strait Islander communities. The authors also identify
some of the data considerations required in the future
to monitor and address public health.

2. Aboriginal and Torres Strait Islander peoples

At last census, the population estimate of Aboriginal
and Torres Strait Islander people was 798,365, compris-
ing 3.3 percent of the total Australian estimated popu-
lation [3]. Table 1 shows the proportion of Aboriginal
and Torres Strait Islander peoples of the total popu-
lations of the states and territories [3]. The Northern
Territory (NT) has the highest proportion of Aboriginal
and Torres Strait Islander people at 30.3 percent, and
New South Wales (NSW) has the most Aboriginal and
Torres Strait Islander people of any of the states and
territories at 265,685. About 64% of Aboriginal and
Torres Strait Islander people live outside of capital city
areas [3].

3. COVID-19 policy action

In response to the COVID-19 pandemic, the Aus-
tralian Government acted quickly. The Chief Medical
Officer and the state and territory Chief Medical Of-
ficers developed and published the ‘Australian Health
Sector Emergency Response Plan for Novel Coron-
avirus (COVID-19)’ (The Plan) in March 2020 [4]. This
built on the existing ‘Australian Health Management
Plan for Pandemic Influenza’ initially published in 2008
and updated in 2014 and again in 2019 [5]. The Plan has
a strong focus on using existing systems and dynamic
approaches to reduce the risk and impact of COVID-
19 on people and health care systems. There are sev-
eral federal primary response plans covering a range of
topics including technology and surveillance that have
been developed and supported by the Commonwealth.
The Australian Health Protection Principal Commit-
tee, which is the peak decision-making committee for
disease control in Australia, signs off on these plans
and coordinates the national response that is enacted by
the states and territories. This has resulted in a total of
28,047 cases and 908 total deaths from COVID-19 since
22 January to 16 December 2020. A relatively success-
ful achievement compared to most other nations [6].

To support and guide the development of a ‘National
Aboriginal and Torres Strait Islander COVID-19 Man-
agement Plan’, an Aboriginal and Torres Strait Islander
Advisory Group on COVID-19 was convened in March
2020 [7]. By May 2020, this had resulted in an ex-
tensive range of measures supported by the Australian
Government including:

— The establishment of General Practice Respiratory
Clinics across Australia including within Aborigi-
nal Community Controlled Organisations

— Arapid Point of Care Testing Program for COVID-
19 in rural and remote Aboriginal and Torres Strait
Islander communities

— The development of COVID-19 infection control
training programs specific for remote health ser-
vices

— Facilitating Government support for the planning
and preparedness activities in remote communities

— Advising the travel restrictions to remote commu-
nities

— A remit to improve data collection and Aboriginal
and Torres Strait Islander identification in health-
care and pathology testing [8]

Importantly, the recognition of the subsequent im-

pacts of pandemics upon individual and community
mental health was acknowledged as priority for Abo-
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Fig. 1. Aboriginal and Torres Strait Islander COVID-19 cases by source of acquisition and remoteness classification. LA = Locally acquired |
SOURCE: Commonwealth Department of Health, Communicable Diseases Intelligence COVID-19 Epidemiology Reports (report dates shown in

figure).

riginal and Torres Strait Islander people. This is due
to the disproportionate impacts of pandemics upon In-
digenous people globally as well as the inadequate and
inequitable access to mental health care that Aboriginal
and Torres Strait Islander people face, despite known
ongoing mental health disadvantages [9]. At the time
of writing the majority of Aboriginal and Torres Strait
Islander COVID-19 cases were in major cities and only
one was remote or very remote (Fig. 1) [1]. Despite this,
there remains serious concerns for regional and remote
Aboriginal and Torres Strait Islander communities due
to the higher rates of other health issues and inadequate
access to health care.

4. Learning from HIN1

Since March 2020, there has been decisive policy
and community led action by Aboriginal and Torres
Strait Islander people as information about the COVID-
19 pandemic arose. This was in part due to the exist-
ing risks and conditions that are likely to facilitate the
spread of infectious diseases being higher than for non-
Indigenous people. Specifically, this includes higher
rates of chronic conditions as well as inadequate and
inequitable access to health care services. Of particular
interest to infectious respiratory disease are risk factors
such as smoking and overcrowding, which is higher
among Aboriginal and Torres Strait Islander people
living remotely (Fig. 2).

It is also in part due to the impact that previous pan-
demics have had regarding Aboriginal and Torres Strait
Islander people. While Australia had developed a na-
tional approach to the potential threat of a pandemic
through the ‘Australian Health Management Plan for
Pandemic Influenza’, there was limited input and ongo-
ing surveillance relevant to Aboriginal and Torres Strait
Islander people within the framework [5]. Within this
plan, Aboriginal Community Organisations and Abo-
riginal General Practitioners were included as ‘consul-
tative fora’ [5]. While consultation with peak bodies
in Australia is critical to decision making and ground
level actions, there was limited opportunity for multi-
tiered input and support regarding governance for those
working on the ground. The first wave of 2009 In-
fluenza A (nH1N1) lasted about 18 weeks in Australia
and resulted in an age-standardised Indigenous to non-
Indigenous mortality rate ratio of 5.8 [10]. This is a
contrasting story to the mortality ratio seen during the
current COVID-19 response.

Aboriginal and Torres Strait Islander people experi-
ence ongoing disproportionate impacts due to infectious
diseases. While there continues to be incremental an-
nual reductions in the overall burden of disease impact-
ing Indigenous people in Australia, infectious disease
continues to have higher relative burden when com-
pared to non-Indigenous Australians [11]. Aboriginal
and Torres Strait Islander people are also at higher risk
of infectious disease impact due to greater risk factors,
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Fig. 2. Aboriginal and Torres Strait Islander overcrowding and daily smoking by remoteness and year. SOURCE: Australian Bureau of Statistics.
2016. 4714.0 National Aboriginal and Torres Strait Islander Social Survey, Australia, 2014-2015.

pre-existing and comorbid conditions and reduced ac-
cess to services. Importantly, increased disease severity
and fatality from COVID-19 is associated with greater
age, obesity, diabetes and hypertension [12]. Further,
during pandemics, attendance at primary health care
services reduces due to concerns of spread [13]. Histor-
ically, Aboriginal and Torres Strait Islander people also
experienced disproportionate hospital admissions and
ICU admissions during the nHIN1 pandemic [14].

This reporting stressed the known issues of infectious
disease risk to Aboriginal and Torres Strait Islander
people. It also llustrated the requirement for setting up
a public health system, particularly for surveillance and
monitoring, that could work to better support Aborigi-
nal and Torres Strait Islander people and communities.
It identified the challenges in the quality of Indigenous
status reporting, highlighting that at the time only four
of the eight states and territories (Northern Territory,
Queensland, South Australia, Western Australia) had
adequate data to develop national Aboriginal and Torres
Strait Islander estimates [10]. This also speaks to the
well-known issues of the under identification and issues
with the quality of Aboriginal and Torres Strait Islander
data within surveillance and official reporting in Aus-
tralia [15]. The reality of under-reporting, and excess
morbidity and mortality will not be properly known for
some time. Currently, the actual effect of the COVID-
19 pandemic on Australia’s First Nations Peoples and
communities is difficult to estimate. None the less, the
role of the Aboriginal Community Controlled Sector
cannot be under-estimated.

5. Decision making and governance to support
Aboriginal and Torres Strait Islander
self-determination

The critical mechanisms of the COVID-19 success
story in Australia included the action to involve Abo-
riginal and Torres Strait Islander people in decision-
making processes. This also involved higher-level gov-
ernance processes to include and support Aboriginal
and Torres Strait Islander people and communities. This
is one of the first times in Australia’s history where
Commonwealth decision making created space for In-
digenous autonomy within governance processes.

There have been ongoing prescribed limited rights
of Aboriginal and Torres Strait Islander people from
Australian governments since colonial settlement. The
injustice that Aboriginal and Torres Strait Islander peo-
ple have experienced due to government policies have
resulted in continuing negative impacts upon cultural
continuity and community integrity, as well as the
health, social and emotional wellbeing [16]. This has
furthered systemic discrimination against Aboriginal
and Torres Strait Islander people within processes of
self-determination, decision making and governance
development.

The achievements of government agencies incor-
porating processes that enable self-determination for
Aboriginal and Torres Strait Islander people within the
COVID-19 context speaks for itself. It also reiterates
the importance for Aboriginal and Torres Strait Islander
people to have mechanisms for voice into governments
and their decision-making processes for those discus-
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sions that impact Aboriginal and Torres Strait Islander
people. There are a range of overarching mechanisms
that can support voices to governments. This includes
treaties, which is a formal agreement between govern-
ments and Aboriginal and Torres Strait Islander people
to enable legal recognition and sovereignty as well as
provide a basis for self-government [17]. Australia has
never signed a treaty despite ongoing discussions and
advocacy regarding the issue.® Additionally, the Uluru
Statement from the Heart (‘Uluru Statement’) sought
to have a First Nations Voice enshrined in the Aus-
tralian Constitution and requested to the establishment
of a Makarrata Commission to supervise a process of
agreement-making and truth telling between the Aus-
tralian Government and Aboriginal and Torres Strait
Islander people [18]. Requests which to date have not
been accepted by government. Importantly, timely and
accurate population level and small area estimates that
can describe health issues and the needs of Aboriginal
and Torres Strait Islander people are critical in these
discussions. Furthermore, timely and accurate popu-
lation estimates can better direct resources and facili-
tate health system developments. This in turn will en-
able and support Aboriginal and Torres Strait Islander
sovereignty and self-determination.

6. COVID-19 data and Aboriginal and Torres
Strait Islander people*

Australia has a well established communicable
disease surveillance system, the National Notifiable
Diseases Surveillance System (NNDSS) which was
founded in 1990. The system operates at the national,
state and local jurisdictional levels. The states and ter-
ritories collect notifications of communicable diseases
under their public health legislation.’ The health depart-
ments within each of the states and territories are also
responsible for the public health action required. This

3Victoria, Western Australia, Northern Territory and Queensland
all have commenced formal processes to develop Aboriginal and
Torres Strait Islander treaties in their respective states and territories.

4These concepts were written and compiled into a global brief
on Covid-19, Data and Indigenous peoples for the United Nations
Statistical Division from the International Group for Indigenous
Health Measurement Australian Caucus.

5There are a number of Australian state, territory and national
public health laws. The Communicable Diseases Network Australia
(CDNA) developed the ‘CDNA National Guidelines’ for public health
units amidst the COVID-19 pandemic for Australia. These guidelines
align with legislation and have been endorsed by the Australian Health
Protection Principal Committee.

typically provides a basis for developing public health
policy and for identifying and responding to communi-
cable disease outbreaks of national significance. While
this should be good news for population surveillance of
COVID-19, there are well known challenges in accurate
collection and reporting of Aboriginal and Torres Strait
Islander data.

Data challenges were picked up in the National Abo-
riginal and Torres Strait Islander COVID-19 Manage-
ment Plan where the improvement of data collection
and Aboriginal and Torres Strait Islander identifica-
tion in healthcare and pathology testing was prioritised
as a primary remit [4]. These are national challenges
that have always plagued population level data collec-
tions and particularly so since the implementation of
the Standard Indigenous Question in 1996 [15].

The authors have noted a range of data matters in the
surveillance and reporting of COVID-19 in Aboriginal
and Torres Strait Islander data which includes, although
is not limited to:

— Data coverage

— Data quality

— Provision of access to Aboriginal and Torres Strait
Islander data.

This is not an extensive overview of these issues,
but merely a snapshot of some of the focus points that
are required in the efficient collection and reporting of
data to inform decision making from and with Aborigi-
nal and Torres Strait Islander people and communities
during a pandemic.

6.1. Data coverage

While the NNDSS provides communicable disease
surveillance, there is lacking publicly available infras-
tructure and systematic collection of data to inform
public health policy and primary health care during a
pandemic. Several points regarding data coverage have
arisen as issues in the Aboriginal and Torres Strait Is-
lander context and include:

Health systems and services
Workforce requirements
Community/regional infrastructure
Access to primary health care
Education/Health promotion.

The ability for appropriate pandemic planning, man-
agement and responsiveness to occur is reliant upon
health system capabilities and workforce availability.
There is limited data available, as an issue of trans-
parency regarding surveillance reporting, as well as
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health system capabilities that can provide information
about regions and jurisdictions to support planning and
policy making. This also includes missing information
on community/regional infrastructure that provides in-
formation of the needs of those areas to support those
people who require immediate treatment or isolation.
Additionally, there is a need for information on satel-
lite services, those health care (and other) services that
are required to service communities, to regional and
remote areas of Australia. This raises the issue of how
to best identify those services with both the workforce
capabilities including access to enough personal pro-
tective equipment to test people and reagent stocks for
laboratories to keep up with testing demands. This is of
particular concern for regional and remote areas, and
areas servicing Aboriginal and Torres Strait Islander
people.

There is also a need to further develop secure access
to primary care electronic medical records (including
ACCHO data) to provide information on existing care
to the relevant service providers and to provide aggre-
gated details to the relevant sectors to support the al-
location of resources. This is of particular importance
for those people who may require ongoing health care
yet may not be accessing services during the pandemic.
Primary health care data is also critical for identifying
and improving vaccine coverage. Data development (in
terms of accessibility) in primary health care should be
a priority action area for Aboriginal and Torres Strait
Islander people.

And lastly, there was an identified need for expansive
health promotion efforts in language, particularly for
those outside urban settings to prevent remote commu-
nity spread. The ability of Land Councils and NAC-
CHO to support the mobilisation their 144 members
enabled swift action regarding efforts to provide infor-
mation to Aboriginal and Torres Strait Islander peo-
ples and communities about COVID-19 [2]. Indeed, the
first health promotion tools in language were developed
through the Northern Land Council before The Plan
or the ‘National Aboriginal and Torres Strait Islander
COVID-19 Management Plan’ was enacted [18]. There
is a need to support the development of the necessary
infrastructure to securely reposit these education and
health promotion tools into the future.

6.2. Data quality
The implementation of the Standard Indigenous

Question across routinely collected data sets in Aus-
tralia occurred in 1996. Despite this, there are still are

well known gaps in the reporting of Aboriginal and
Torres Strait islander people in Australia’s routinely
collected data and data used for official reporting pur-
poses [15]. The following issues with data quality have
been identified:

— Number of Aboriginal and Torres Strait Islander
peoples tested

— Identification of Aboriginal and Torres Strait Is-
lander cases

— Accuracy of Indigenous status

— Reporting requirements.

While COVID-19 is a notifiable disease, only those
people tested are included in the cases and attack rates.
For those positive cases, the public reporting of the
completeness of Indigenous status occurred from March
through to August with a mean of 89% completeness
over the time period (Fig. 3). Completeness of Indige-
nous status is no longer being reported. The reason for
the cessation of the public reporting of completeness
rates have not been provided.

The accuracy of the identification of Aboriginal and
Torres Strait Islander people with COVID-19 is typi-
cally reliant upon whether an individual (or a family
member) is asked to self-identify in health services.
Data collected on COVID-19 cases, that includes the In-
digenous identifier, comes from pathology laboratories,
hospitals, deaths data and through contact tracing.

It is optional for private businesses (such as private
pathology laboratories) and private health services (in-
cluding some providing primary health care) to have an
Indigenous identifier on their collection forms as part
of their data collections. This has long been an issue,
which has impacted not only reporting on communica-
ble diseases but also cancer, disease screening registries
as well as Medicare Australia [19]. This impacts data
quality and reporting consistency for official reporting
purposes during a pandemic. Given the importance of
testing information in the control of the pandemic, the
absence of this vital information for Aboriginal and
Torres Strait Islander people is a major concern.

Other data collections impacted by inaccurate In-
digenous status and requiring further attention include
deaths data, vaccine registries data and treatment data
(including ambulance data, emergency department data
and hospital admissions data). Additionally, there is
also limited or no reporting on Indigenous status quality
in contact tracing, which is of particular importance to
reduce the spread and transmission of COVID-19 in
Aboriginal and Torres Strait Islander communities.

Furthermore, the criteria for jurisdictional report-
ing under the NNDSS indicates that cases are reported
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Fig. 3. Completeness (%) of Indigenous status across Aboriginal and Torres Strait Islander COVID-19 cases publicly reported from March to
August 2020. SOURCE: Commonwealth Department of Health, Communicable Diseases Intelligence COVID-19 Epidemiology Reports (all

reports with Indigenous status completeness available included).

based on their Australian jurisdiction of residence rather
than where they were detected. For example, a case
reported previously in the NT for NSW resident is
counted in the national figures as a NSW case [20].
This criteria, and resultant reporting, has the potential
to impact public transparency in the disclosure of the
risk of transmission, particularly at the beginning of
the pandemic and highlights a potential risk that can be
mitigated relatively easily.

6.3. Provision of access to data relating to Aboriginal
and Torres Strait Islander people

There is limited involvement of Aboriginal and Tor-
res Strait Islander people in the governance of the provi-
sion of access to data relating to Aboriginal and Torres
Strait Islander people. There is a strong requirement
to develop national governance processes that ensure
the rights of Aboriginal and Torres Strait Islander peo-
ple are met in regard to data collection and use within
the nation. In August 2018, Prime Minister and Cab-
inet established the Office of the National Data Com-
missioner to build and support the infrastructure and
use of public data [21]. Other national initiatives have
included the National Collaborative Research Infras-
tructure Strategy and the developing National Health
Information Strategy to make better use of research
and health data [22,23]. There is limited description of
Aboriginal and Torres Strait Islander governance within
these national developments.

Two of the major issues with official data collections
is the ease of which data can be shared and the inter-
operability of the data systems and platforms that are
being used for the purposes of surveillance and report-

ing. Australia is ahead of other nations in terms of data
sharing and data linkage capabilities. However there
is a requirement that Aboriginal and Torres Strait Is-
lander people have mechanisms to govern their data and
that these systems are harmonised in order to opera-
tionalise the data concerns raised in this article. Work-
force planning also needs to take into consideration data
to support public health preparedness and responsive-
ness. While Australia has a number of global public
health experts and infectious disease leaders there is
also a need to invest in the data infrastructure and capa-
bilities of the nation in order to provide timely, accurate
data in the preparedness, management and reporting of
Aboriginal and Torres Strait Islander people.

7. Concluding statement

Aboriginal and Torres Strait Islander people have
long asserted that they know what is best for themselves
and their communities. The outstanding success during
the COVID-19 pandemic has been the result of prompt
and effective action by Aboriginal and Torres Strait Is-
lander leaders and organisations and effective interac-
tions with governments. The importance of effective
processes in government and community that enables
necessary, life-saving actions cannot be dismissed or
underestimated. Additionally, the effectiveness of self-
determination cannot be denied. The COVID-19 pan-
demic response is one of the strongest successful exam-
ples of what happens when Aboriginal and Torres Strait
Islander people govern their own priorities and actions.

There are still many data issues regarding Aboriginal
and Torres Strait Islander identification and reporting
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in pandemic surveillance. We have seen that the lack of
identifier of pathology request forms results in no infor-
mation for the crucial issue of testing rates. As we look
to the future, data issues may also arise again with re-
gards to vaccine coverage. A potential solution to this is
to invest in population specific data governance within
nations. For Aboriginal and Torres Strait Islander peo-
ple, this is enacting self-determination in the collection
and use of data. It is important to ensure that Aboriginal
and Torres Strait Islander epidemiologists and demog-
raphers lead the way in discussions on data collection,
quality and reporting during a pandemic and regarding
official statistics. This is to enable existing data infras-
tructures and data systems to work for Aboriginal and
Torres Strait Islander people and there are established
mechanisms of expert voice as Aboriginal and Torres
Strait Islander communities move closer towards data
control and ownership within Australia.
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